Background: Despite a fast-paced environment, the emergency clinician has a duty to meet the palliative patient's needs. Despite suggested models and interventions, this remains challenging in practice. Aim: To raise awareness of these challenges by exploring the experience of palliative care patients and their families and informal carers attending the emergency department, and of the clinicians caring for them. Design: Qualitative systematic literature review and thematic synthesis. Search terms related to the population (palliative care patients, family carers, clinicians), exposure (the emergency department) and outcome (experience). The search was international but restricted to English and used a qualitative filter. Title, abstracts and, where retrieved, full texts were reviewed independently by two reviewers against predefined inclusion criteria arbitrated by a third reviewer. Studies were appraised for quality but not excluded on that basis.
• • The emergency department is a chaotic and fast-paced environment with a primary aim of rapid assessment and acute clinical care. • • However, the emergency physician also has a duty to meet the palliative patient's needs for care, comfort, and compassion; delivery of these goals is variably met. • • Models of palliative care in the emergency department are described, but implementation is poor
Introduction
Emergency departments (EDs) receive patients with a wide range of clinical conditions from those with acute trauma, through to those with terminal illness. 1 The primary focus of the ED is on rapid assessment and acute clinical care with a view to transfer of patients to appropriate clinical contexts in a timely and efficient manner. 2 Palliative care is defined by the World Health Organisation as an approach which 'improves the quality of life of patients and their families & with life-threatening illness, through the impeccable assessment and treatment of pain and other problems' and is applicable alongside treatments intended to prolong life. 3 Such an approach can be difficult during an initial attendance at the ED, especially where crucial information about the patient's clinical history or management plan may not be readily available. Furthermore, the fast-paced and sometimes even chaotic context of the ED does not provide an easy environment for advance care planning, communication and provision of comfort measures. 4 The need for attention to symptoms and other palliative care needs in the ED cannot be dismissed as a rarity or completely unavoidable. 5 For example, breathlessness is a common symptom in people with chronic cardio-respiratory conditions, which typically worsens with disease progression. 6, 7 Distressing respiratory symptoms is one of the most common reasons for palliative care patients to attend the ED. 8 Acute-on-chronic breathlessness is one of the most frightening experiences for patients and their carers and is associated with ED attendance. 9, 10 Nevertheless, a significant proportion of those attending due to acute-on-chronic breathlessness are discharged the same day, 9 suggesting that their attendance was not primarily driven by acute deterioration of the underlying pathology. The needs of these patients could perhaps be better met by management co-ordinated in the community. 9 Attendance may, of course, be appropriate and, whether admitted or not, for people living with chronic breathlessness 11 an attendance at the ED where exclusion of a disease-related exacerbation is the sole focus of the encounter may miss an opportunity for their palliative care to be optimised and to prevent re-attendance.
In 2008, the American College of Emergency Physicians recognised that despite a chaotic and fast-paced environment, the emergency physician has a duty to meet the palliative patient's needs for care, comfort and compassion. 12 Observational study has highlighted some of the reasons why people with advanced cancer present to the ED, 13 and various models of incorporating palliative care into the ED have been described, 14 but with little evidence of patient benefit. 15 However, this remains a challenge in practice. 4, [16] [17] [18] A broad review of 160 papers described a number of relevant problems: uncertainty, issues around quality of life, cost, the relationship between ED and other health services, quality of hospital care and ethical and social issues. 19 Qualitative research can offer insights into how patients, carers and healthcare professionals experience the provision of palliative care in the ED, help explain described problems and point to solutions. The aim of this qualitative systematic literature review and thematic synthesis was to raise awareness of the experience of a broader population of palliative care patients and their families and carers attending the ED, together with the insights of clinicians caring for them thereby increasing understanding why implementation of good practice remains difficult.
Method
The search strategy was pre-planned. 20 The electronic database search was supplemented by a manual search of citations from key existing reviews on similar subject matter. The search strategy and search terms are shown in eTable 1 and modified for each database. Terms were developed to address the population (palliative care), exposure (the ED) an outcome (experience). Titles and abstracts were reviewed by two independent reviewers (E.C. and Z.S.) against predefined inclusion criteria (Table 1) . Discrepancies were resolved by discussion and a third independent reviewer (M.J.J.). This process was then repeated reviewing the full texts. All studies identified for inclusion were appraised by E.C. for quality (including congruity, influence of the researcher, representation of participant voice) using the QARI Critical Appraisal Checklist for Interpretive and Critical Research. 21 Studies were not excluded on the basis of quality, but quality was taken into account with regard to the interpretation of findings.
Data were extracted from included papers by E.C. using a bespoke data extraction form. Contextual information about each study was extracted, together with all primary data (direct and paraphrased participants' quotations) where available.
Data were synthesised using thematic synthesis, 22 thereby allowing the context of each study to be taken into account in the production of a generalisable whole. 23 Thematic synthesis was chosen because it uses a realist approach (external reality can be adequately represented) consistent with the epistemological position held by the researchers. 24 In view of the heterogeneity of the included studies in terms of their research aims and populations studied, meta-ethnography was not suitable, and only primary and paraphrased quotes from participants were extracted from each paper and then coded. E.C. read the papers and added codes by hand using Atlas.ti version 7, Scientific Software Development GmbH, Berlin, to manage the data. The synthesis was performed in three stages: the first stage was line-by-line coding searching for concepts in the primary research findings (direct and paraphrased quotations) of each study on the experience of patients with palliative care needs attending the ED (E.C.). Second, these codes were then refined, and through an inductive reasoning process organised into descriptive themes. Third, supported by A.H., the analytical themes emerged following a process of reflection on the descriptive themes involving discussion and interpretation (A.H., E.C., M.J. and W.T.) to provide a broad understanding of the experience of palliative care in the ED. E.C. and W.T. are ED clinicians, A.H. is a health researcher and M.J. is a professor of palliative medicine. All will have brought their previous experiences to bear in interpretation, but transparency of the method, independent selection of and extraction from primary studies and group discussion provides rigour to the review and synthesis process. The synthesis is reported in accordance with the Enhancing Transparency in Reporting the synthesis of Qualitative research (ENTREQ) guidance. 25 
Results

Selected studies
Literature searching retrieved eligible 19 papers covering 16 studies from Australia (n = 5), the United Kingdom (n = 5) and United States (n = 9) representing 482 clinical staff, 61 patients and 36 carers (see Figure 1) . A summary of the included articles is provided in Table 2 but most studies included clinicians only (n = 11). The remaining eight studies had a variable mix of patients with family carers and/or clinicians.
Quality of included studies
Most studies presented clear aims and objectives, described the qualitative methods used and the techniques for data collection and had congruity between objectives, methods and interpretation of results (see eTable 2). They also appeared to adequately represent the views of participants throughout the analysis. In keeping with qualitative research methods, sample sizes were small, but adequate for the method described. The purpose of qualitative research is not to produce generalizable results and this was discussed by all authors with regard to the limitations of the study limited capacity for generalizability as is common in such qualitative research. 38 
Thematic synthesis
Coding of these 19 articles revealed 31 free text codes which were divided into nine descriptive themes. These themes were then condensed further into three analytical themes that described the most prominent aspects of the experience of palliative care patients, relatives and healthcare providers in the ED. These three analytic themes form the basis of the discussion below. They are 'Environment and Purpose', 'Systems of Care and Interdisciplinary Working' and 'Education and Training' (Table 3) .
Environment and purpose
Patients, relatives and clinicians commented on the impact of the environment and perceived purpose of the ED on the quality of care received by patients requiring palliative and end of life care (eTable 3). The unavoidable noise and busyness of departments were frequently remarked upon as an uncomfortable situation, in particular for patients at the end of life: 26, 31 I suppose it must be horrible if you are at the end of your life and you are in resus [the resuscitation room] because it is so noisy at times. But I can't see how they could overcome that apart from obviously trying to get a side room on the ward which they do but then you have to wait. There isn't many side rooms, it's never like we need a side room and one comes up straight away. 17 (ED nurse) In addition to this, anxieties were increased by long waiting times. 28 Time pressures and resource limitation were given as the reason for palliative patients being a low priority. 28, 31 Ultimately, many members of staff found balancing the tension between efficiency and optimal care very challenging: 26, 29 When you're being forced to wait for so long and in pain it feels like the opposite of caring. 28 (Palliative care nurse)
With the aim of providing privacy and space for patients and relatives, dying patients were frequently separated from other patients in the ED in corner rooms and relatives' rooms and then transferred out of the *Papers were excluded if they did not use qualitative methods (n = 5), did not report on emergency department-specific situations (n = 2) or only reported on acute or traumatic deaths or had no reference to palliative care (n = 2). Bailey et al. 16 
UK Emergency Department (ED)
ED staff (15) Patients (7) Relatives (7) Purposive Participant observation Semi-structured interviews Where separate subgroups are subjected to distinct modes of sampling, data collection and data analysis, letters are used to denote the subgroups. Where not otherwise specified, the same modes apply across the entire study group. Qualitative studies/arms only. Totals recruited to quantitative studies/arms (Marck et al. 25 and arm 1 of Weinick et al. 37 ): Clinicians: 681; patients: 40. Numbers observed in observational studies not known (Chan 28 and Bailey 13, 14, 26 ). department as quickly as possible. 18 The encouragement of communication between patients and their relatives was seen to facilitate more appropriate treatment options and goals of care. 4, 31, 35 However, some EDs had little space for family members to remain with their relative at a distressing time or for confidential and sensitive discussions surrounding goals of care. 28 Although most ED clinicians recognised and accepted that care of the dying was a reasonable demand and could be rewarding, they considered the ED to be an inappropriate place to die 29 and a suboptimal environment for people with advanced cancer. 28 This led to a tension between the belief that ED clinicians should be able to provide palliative care and the concern that they were unable to provide this care well despite their best efforts: 39 Helping someone die in comfort and dignity is some of the most rewarding clinical experiences I have. I feel I have not been able to completely provide the care, respect and dignity for the patient who dies within the ED. 29 (Healthcare professional) ED clinicians agreed that they should provide symptomatic relief for acute problems experienced by those with advanced and terminal disease. However, concerns about ineffective symptom management and poor communication were identified as a significant cause of dissatisfaction with the patients' ED experience. 18, 26, 27, [32] [33] [34] 36, 37 In addition, ED clinicians vary in confidence in their palliative care skills. [29] [30] [31] Being aware of and keeping the patient's wishes central to decision-making was felt to be key to providing a "good death" in the ED. 18, 40 Building relationships with patients 33 was seen as particularly challenging, but recognised as key to good quality of care especially when advocating for the patient at a time of crisis 17 along with caring for accompanying relatives. 27, 41 Systems of care and interdisciplinary working. ED users emphasised the need for clear communication 17, 26, 32 noting problems when this did not occur (eTable 4). 27 Clinicians found it difficult to break bad news to end-of-life patients, exacerbated by the perceived pressures to clear space for the next ED patient. 18 Barriers to sensitive discussions included language barriers, differing cultural and/or spiritual beliefs and limited health literacy: 32 We found a great lack of communication to be quite honest because they [the ED staff] were very busy and so the information wasn't very forthcoming. It wasn't until Dad got here [the Specialist Palliative Care Unit] that answers started to become apparent. I think from our point of view, purely from the frustration as a family member, I wanted to know what was going off. The lack of information was infuriating. 27 (Relative)
Communication among clinicians and between services was seen as important but fraught with difficulties, compromised by other demands on time. 39 Poor transfer of information between those involved in a patient's care and a lack of clinical information about previously negotiated goals of care led to active, and potentially inappropriate invasive, treatment by default. 29 However, ED clinicians frequently reported concerns that discussions with regard to ceilings of medical treatment had not been undertaken prior to attendance at the ED, even for patients with apparent progressing disease. 31, 39 Clinicians felt particularly uneasy where the patient appeared unaware of their diagnosis or stage of disease. 33 It was felt that such important discussions should occur with a doctor who knew the patient well: 39 Part of the problem involves being able to communicate effectively with people who know the patients better -their primary care providers, their oncologists -but who aren't there at the [ED] at the time the patient comes in. 31 (ED physician) Unawareness of the severity of illness extended to relatives, who were seen to have great influence on the care provided in ED and often swayed the decision whether or not to provide palliative or curative care measures. This challenged physicians as it could be difficult to meet the needs of both the patient and the family, especially when the family expected heroic measures. 32 This conflict between patients, relatives and clinicians often caused moral distress. 36 This distress was reported in conflict between the patient's previously expressed wishes and their family 42 and between clinicians due to the perceived unrealistic expectations of some inpatient teams: 29 The patient came with a comfort measures only/do-nothospitalize piece of paperwork -very demented patient, couldn't even speak in complete sentences, couldn't process anything that we said, and that was her baseline according to all of the records that we received. The family member reversed everything while I was on the phone, saying 'I do want her hospitalized, and I want you to do everything possible. 31 (ED physician) Families also often prompted patients to access emergency care 42 and despite previous discussions and education with regard to the patient's condition and prognosis. 36 The patient was often disgruntled at having been taken to ED once their condition improved and they regained capacity. 26 In general, patients described ED attendance as unwanted or a last resort, but an unavoidable consequence of lack of access to services, including palliative care expertise, in the community, especially when crises occurred out-of-hours 32 or in secondary specialist care settings. 28 This was seen by ED staff as a failure of clinicians' long-term care of patients, 39 and that the presenting symptoms could have been pre-empted 28 or the patient transferred to a suitable care setting with access to expertise in palliative care: 42 Optimal care for advanced cancer patients would involve remaining in the community and avoiding ED attendance and hospital admission. ED attendance was widely seen as a failure and the ED a less than ideal environment for patients with advanced cancer. I think we go to great lengths to avoid attendances to emergency departments unless we really have to. 39 (PC clinician) The inadequacy of current systems of care leading to ED attendances for patients with palliative care needs was highlighted in several studies. Suggestions included a 'palliative care hotline' to improve access to useful clinical and organisational information or access to specially trained nurses able to be called on as required. 31 Eligibility criteria for palliative care consultation would help standardise the use of palliative care services and increase palliative care visibility in the ED. 32 Specialist palliative care consults in ED were particularly welcomed by patients and relatives previously familiar with the palliative care team as either an inpatient or outpatient. 26 
Education and training
As well as requesting palliative care consultations, ED clinicians were keen to develop their own skills in palliative care, 33 symptom control 28 and communication skills (eTable 5). 31, 43 A lack of palliative care training within the emergency medicine curriculum was identified as a barrier to the provision of palliative care 31 and addressing this with education of both medical and nursing ED staff was seen as a way to improve care. 27, 32 The collaboration between ED and palliative care teams was highlighted as a potential way to overcome these educational shortfalls. 33 The use of palliative care nurse champions 33, 35, 42 and the provision of educational materials, presentations and courses tailored to the needs of ED staff were suggested as ways to achieve this: 32 Palliative pain control is a very specialised area. I think most EDs are quite blunt with how they manage pain, and certainly the options that are considered by palliative care specialist may not even be known about by a lot of ED doctors. 28 (ED consultant) Particular gaps in knowledge and skills included decisions about antibiotic or intravenous fluids in the context of comfort care, 31 the medico-legal aspects of withholding futile interventions 29, 33 and the interpretation and application of advanced directives (ADs). 29, 31, 43 These concerns affected both the ED providers and formal carers (particularly in nursing homes) who often chose to transfer patients to the ED against their clinical judgement for fear of repercussions with the family or litigation: 42 People have a phobia, they think that if they have an AD we're going to kill them or something or use them for organ donation. 43 (Healthcare professional) Promotion of ADs was considered important in encouraging patients to plan for foreseeable events in their disease progression. 16 Communication skills were seen as another gap, 44 and ensuring patients and family members were aware of the likely progression of illness was felt to minimise ED attendances and also improve quality of care. 28 They identified recognition of poor prognosis as a key educational need including the significance of symptoms as a trigger for transfer to the ED, 26, 31 carer burden 42 and the role of a hospice. 36 
Discussion
This qualitative systematic review of literature and thematic synthesis described the experiences of palliative care patients, relatives and clinicians in the ED and the potential conflicts between the goals of emergency care and palliative care. The synthesis of multiple, independent studies provided three overarching themes to illustrate areas of tension that affected the successful delivery or experience of care: environment and purpose, system of care and interdisciplinary working and education and training.
Although great effort has been put into improving access to palliative care 45 and its provision in the community, 46 the findings of this review suggest some palliative care patients will always need to present to the ED. There was clear congruence between the role of the ED and palliative care in managing the physical symptoms of palliative patients at times of crisis, reflected by the wide acceptance of ED staff to provide symptomatic relief. However, there was conflict of opinion with regard to how well this is currently performed and what level of skill should be expected of ED staff. Although ED clinicians should be equipped to deal with emergency palliative care issues -poorly controlled symptoms, acute conditions such as spinal cord compression and acute unpredictable deteriorations -the task of advance care planning was felt to sit better with clinicians with an established relationship with the patient. The brief nature of the healthcare professional-patient relationship in the ED was a key issue. Barriers to high-quality communication echoed those identified in existing literature: the fast pace and limited resources of the ED, 47 language barriers and cultural or religious differences. 48 Inexperience left ED physicians uncertain how to raise difficult issues surrounding future care.
System barriers to the transfer of information were a recurrent issue that could be addressed by services such as 'coordinate my care'. 49 ED clinicians' access to a personalised plan of care would also facilitate communication with relatives to overcome conflicts between their wishes and those of the patient and between conflicting wishes of multiple relatives. Provision of empathetic palliative care can cause emotional and moral distress for clinicians. Systems of support at an institutional level such as counselling and case discussions have been called for in other specialties (e.g. paediatrics, 50 intensive care 51, 52 and rapid response teams 53 ) caught in the tension between saving lives and caring for the dying which may be comparable. 4 Although attendance at the ED is often a 'last resort', it is currently often unavoidable, in particular when clinical or emotional support is required out-of-hours. Access to emergency community-based generalist and specialist palliative care remains patchy.
Consistent with other calls for education about end of life care for emergency clinicians, 54 training should address the interdisciplinary educational shortfalls at both undergraduate and postgraduate levels-including senior clinicians. 55 Involvement of palliative care clinicians for patients with complex needs will facilitate learning and also provide support for the emergency teams.
Education should extend beyond clinicians, to include patients and relatives. Important areas include likely disease progression, facilities to manage symptoms at home, advance care planning and the role of the hospice. Education and specialist support in dealing with the emotional challenge of providing care at home may also be required.
Implications for clinical practice and future research
A formal acceptance by clinicians in the ED that their role is not only heroic 32 or lifesaving, 17 but also to provide care for those beyond rescue is necessary. The inclusion of palliative care competencies in the curricula for specialist medical trainees and training for ED nurses would better equip the staff with skills and emphasise that palliative care is part of their job. Advanced communication skills training should be as much a key part of training for ED clinicians as it is for primary care, oncology and palliative care clinicians. Senior clinicians should be included in training to ensure they provide leadership in this culture change. [55] [56] [57] Such change would be supported by a closer interdisciplinary collaboration between existing palliative, primary and emergency care specialties and allow both emergency and palliative care providers to negotiate their specific roles in the provision of care and access training about symptom management from the palliative care team. Usual care team clinicians (both hospital and primary care) should be aware of the impact of abdicating responsibility with regard to advance care planning and access to the patient's clinical record, including such discussions, should be made available to ED clinicians.
From these data, models whereby ED clinicians perceive palliative care as the specialist palliative care team's responsibility, with their only role being identification of 'the palliative patient' may risk an unsustainable and resource intensive load on specialist services, 58 or a failure to 'see' the patient for which ED clinicians perceive they have inadequate skills. However, changes which include the development of palliative care 'champions' among the ED workforce 59 in partnership with specialist providers, with an expectation that all ED staff gain basic competencies in palliative care, alongside practical, low cost adaptations (private space, curtains, chairs for family) would appear possible, welcomed by ED clinicians and helpful for patients and families. Further research into the best models of service configuration and delivery, including workforce education, training and communication requirements, will be difficult, 60 but not insurmoutable 61 and is urgently needed. 14 
Limitations of this study
Due to team resource limitations and the challenges of maintaining code meaning in translation, this study was limited to English-language papers. Also, even with the best search strategy, key papers may have been omitted. In addition, the included studies were from resource rich countries and where palliative care systems are well developed. This limits generalisability to services in resource poor countries. Despite these limitations, significant findings have been portrayed that could have a positive impact on the experience of palliative care patients attending the ED.
Conclusion
Some palliative care patients will need the ED. Issues regarding the environment and purpose, system of care and interdisciplinary working, and education and training influence the delivery and experience of care. Only when the importance of palliative care in the ED is recognised by both those that work there and those in palliative care and the necessary skills gained, can systems begin to change to enable an environment better suited to its delivery. Failure to do so will perpetuate poor implementation of palliative care in this environment.
Data management and sharing
The search strategy and extracted data are presented and thus available.
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